Purpose: To examine information that parents of children with life-limiting conditions want to discuss with children's physicians to assist decision-making, and whether the desire for this information is associated with parents' trust in physicians. Study design: A cross-sectional study using a telephone survey. Patients and methods: Subjects comprised a random sample of 266 parents whose children were enrolled in Florida's Medicaid Program. Parents were asked if they wanted to discuss information related to their children's treatment, including quality of life (QOL), pain relief, spiritual beliefs, clinical diagnosis/laboratory data, changes in the child's behavior due to treatment, changes in the child's appearance due to treatment, chances of recovery, and advice from the physician and family/friends. The Wake Forest Physician Trust Scale was used to measure parents' trust in physicians. We tested the relationships between parents' age, race/ethnicity, education, parent-reported children's health status, and the desired information. We also tested whether the desire for information was associated with greater trust in physicians. Results: Most parents wanted information on their children's QOL (95%), followed by chance of recovery (88%), and pain relief (84%). Compared with nonHispanic whites, nonHispanic blacks and Hispanics showed a greater desire for information and a chance to discuss QOL information had greater trust in their children's physicians than other information after adjusting for covariates (P , 0.05). Conclusions: Among children with life-limiting conditions, QOL is the most frequently desired information that parents would like to receive from physicians as part of shared decisionmaking. Parents' desire for QOL information is associated with greater trust in their children's physicians.
Introduction
In the US, about 50,000 infants, children, and adolescents die from various conditions every year, 1 and an estimated 500,000 children are coping with life-limiting conditions (LLCs). 2 For children with LLCs, shared decision-making among physicians, parents, and affected children is critical in the course of their care. Parents of children with LLCs and the children themselves who wish to make decisions about treatment usually need information that is useful to address their concerns about health and health care.
The literature suggests that there is a great disparity in the type and amount of information that patients need versus what they actually obtain from physicians. 3, 4 Physicians are generally interested in providing clinical and laboratory information, 
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whereas patients usually want to discuss patient-centered information, including quality of life (QOL) associated with treatment, spiritual beliefs, pain relief, and the meaning of life and its transitions. 3, 5 QOL is defined as the impact of disease and treatment on disability and daily functioning. 6 Although understanding the type and preference of information exchange between patients and physicians is important, previous studies were largely based on adult rather than pediatric patient populations.
The rationale for providing information which is desired by and clear to patients is to help reduce patients' anxiety and mood disturbance, enhance sense of control, and increase satisfaction with treatment. [7] [8] [9] QOL is one of the important aspects of information that patients with LLCs and caregivers frequently want to discuss because the goal of treatments, such as palliative care, is to reduce adverse symptoms and make patients' daily functioning as comfortable as possible. 10, 11 Additionally, clear information exchange may play a critical role in promoting patients' trust in physicians. 12 Fiscella et al found that patients were likely to demonstrate greater trust in physicians if their physicians explored their patients' disease and illness experience (including symptoms, expectation of illness, and daily functioning) compared with patients whose physicians did not explore these issues. 13 Hall et al concluded that trust in physicians is a driving force for discussion of sensitive issues relevant to health (eg, sexual functioning and financial concerns), promoting patient-physician communication, adherence to physicians' recommendations, and greater participation in shared decision-making. 14 However, evidence of the type of information desired by parents whose children have LLCs and its association with trust in the children's physicians is limited.
It is interesting to explore the association between patient characteristics and the type of information they desire to discuss. Several factors have been identified in the literature, including patients' educational background, time since diagnosis, stage of disease, treatment regimens, and the active versus inactive role patients would like to play in decision-making. [15] [16] [17] [18] Understanding the type of information that racial/ethnic minorities want is especially important in the context of promoting clear communication. Ample evidence suggests that African-Americans and other colored people have more distrust of physicians and health care systems compared with nonHispanic whites. [19] [20] [21] Less trust among these racial/ethnic minority groups provide a partial explanation for the lower rates of health care utilization and different preferences in end-of-life services compared with whites. 22 This study aimed to investigate the type of information parents of children with LLCs want to receive as part of the shared decision-making process. Specifically, we examined whether parents' sociodemographic characteristics, such as race/ethnicity, and children's health status are associated with the type of information desired by parents, and whether the desire for this information is associated with greater trust in children's physicians among racial/ethnic minority groups. We hypothesized that parents of children with LLCs will demonstrate a greater interest in discussing children's QOL than other information in the shared decision-making process, and the desire for QOL information would be associated with greater trust in children's physicians. We also hypothesized that parents of different races/ethnicities would demonstrate variation in the desired information, according to their level of trust in their children's physicians.
Methods
study population
This was a cross-sectional study using data collected from parents of children who had LLCs and were enrolled in the Florida Medicaid program. We identified a sample of children aged 2-18 years with LLCs based on Florida's Medicaid guidelines for pediatric palliative care admission. We assisted the state in developing this diagnostic list using the following steps. First, using Medicaid claims and encounter data, we identified children who died between 2004 and 2006 and compiled a list of their diagnoses. 23 Only the diagnoses that reflected the underlying disease (not complications associated with the disease) were retained. Second, two pediatricians at the University of Florida, who are experts in caring for children with severe/chronic disease or LLCs reviewed the list to determine if the diagnoses were potentially lifelimiting. A condition was considered as "life-limiting" if death was a possibility prior to the child's twenty-first birthday. Examples of LLCs are cancer, cystic fibrosis, and mucopolysaccharidosis. Third, based on the physicians' reviews, we revised the diagnostic list and compared our list with the diagnostic lists used in Utah, Colorado, and Kentucky to identify children with LLCs who may be eligible for palliative care programs. Diagnoses were added based on comparing the lists and with additional input from the two physician reviewers. Administrative data were queried to identify children who had LLCs.
Data collection
After the University of Florida's Institutional Review Board had approved the protocol, we sent a primer letter to a random Of the accessible group, 190 parents refused to take part in telephone interviews and 257 parents agreed to participate (response rate 57.5%). Only one parent in the family who best knew the child's health care was interviewed. We found that social and demographic characteristics (including age, gender, race/ethnicity, and educational background) between parents who did and did not participate in this study were not statistically significant (P . 0.05). This response rate is similar to that of other studies conducted with families that are publically insured.
24,25
Measurement
We asked parents about what information they wanted to discuss with their children's physicians for shared decisionmaking in the regular clinical visit. We used an information checklist comprised of items concerning the child's QOL or level of comfort, pain relief, spiritual beliefs, clinical diagnosis/laboratory data, change in the child's behavior due to treatment, changes in the child's appearance due to treatment, chances of recovery, advice from the physician, and advice from family/friends. A dichotomous response category (yes/no) was used for each item. This information checklist was created based on previous studies investigating the important issues that parents of children with LLCs might want to consider and discuss with their children's physicians. 10, 26 We used the Wake Forest Trust Scale (WFTS) to assess the parents level of trust in their children's physicians. 14, 27 This instrument is a 10-item unidimensional scale, capturing domains of fidelity, competence, honesty, and global trust. The psychometric properties of the WFTS are acceptable, with an alpha coefficient of 0.89, and the measurement of trust in physicians is strongly correlated with satisfaction with care, not changing physicians, willingness to recommend the physician to friends, and not having sought second opinions. 27 The measurement of scores of trust in physicians ranges from 1 to 5, with a higher score indicating greater trust.
statistical analysis
We used logistic regression to examine whether information parents wanted to discuss with the physician for shared decision-making is associated with parents' socioeconomic status (age, gender, educational background, and race/ ethnicity), and children's health status. We measured parent proxy-report of children's health status using one item with five categories, ie, excellent, very good, good, fair, and poor. We used t-tests to examine whether the information parents wanted to discuss for shared decision-making is associated with trust in their physicians. In addition, we tested the discrepancy in the WFTS scores between parents who did versus did not want specific information based on the P value (alpha level 0.05) and effect size (,0.2, 0.2-0.49, 0.5-0.79, and .0.8 for a negligible, small, moderate, and large difference, respectively). 28 Finally, we used linear regression to examine whether the information parents desired for shared decision-making is associated with their trust in their children's physicians, after adjusting for parents' and children's characteristics. We tested the effects of individual information and all types of information, respectively, in different regression models. We performed statistical analyses using the STATA 9.0. Table 1 shows the characteristics of the study subjects. Mean age of the parents was 43 years (standard deviation [SD] 11.9) and mean age of the children was 12 years (SD 5.5). The majority of parents had high school (35%) or some college education (42%). The racial/ethnic composition of the parents was 43% nonHispanic white, 31% nonHispanic black, and 26% Hispanic.
Results
sample characteristics
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Huang et al Type of information wanted Table 2 shows the distribution of information that parents wanted to discuss for shared decision-making with their children's physicians. About 95% of parents wanted to discuss QOL, followed by chances of recovery (88%), advice from the physician (88%), and pain relief (84%). Seventy-eight percent of parents wanted information on clinical diagnosis/ laboratory data. In contrast, fewer parents wanted information on changes in the child's behavior due to treatment (59%), spiritual beliefs (51%), changes in the child's appearance due to treatment (49%), and advice from family members/ friends (49%). Table 3 shows the relationships between information that parents wanted to discuss and their sociodemographic characteristics and children's health status. Information that parents wanted varied according to their racial/ethnic and educational background and their children's health status. Compared with nonHispanic white parents, nonHispanic black and Hispanic parents had a greater preference for discussing information related to chances of recovery (odds ratios [OR] 3.7 and 5.8, respectively), spiritual beliefs (OR 3.0 and 3.6, respectively), and changes in the child's appearance due to treatment (OR 5.9 and 3.0, respectively, all P , 0.05). Compared with nonHispanic white parents, Hispanic and nonHispanic black parents also desired information on clinical diagnosis/ laboratory data and on changes in the child's behavior due to treatment. However, the associations were only significant among Hispanic parents (P , 0.05).
Parental characteristics and information wanted
Compared with parents with a college degree or higher, those with less than a high school education demonstrated greater preference for almost all information, especially pain relief (OR 7.6), spiritual beliefs (OR 2.3), and changes in the child's appearance due to treatment (OR 2.1, all P , 0.05). Similarly, parents of children with worse health status showed a greater preference for almost all information, especially pain relief (OR 3.5), spiritual beliefs (OR 2.3), and changes in the child's behavior due to treatment (OR 2.2), compared with parents of children with better health status (all P , 0.05).
information wanted and trust in children's physicians Table 4 shows the relationship between information parents wanted to discuss and their trust in children's physicians based on bivariate analyses. Parents who wanted to discuss QOL information had greater trust in their children's physicians compared with parents who did not want to discuss QOL (P , 0.05 and effect size 1.1). Likewise, parents who wanted advice from the physician on pain relief and clinical diagnosis/laboratory data had greater trust in their children's physicians compared with those who did not (all P , 0.05). However, the magnitude in discrepancies on the WPTS scores was small (all with effect size approximately 0.4). Table 5 shows the association between parents' sociodemographic characteristics and their trust in children's physicians conditioning on the type of information that was significantly associated with trust in physicians (see Table 4 ). Model 1 is a null model explaining the association between parents' and children's characteristics and trust in physicians. Models 2-6 added further information on QOL, advice from the physician, pain relief, and clinical diagnosis/laboratory data, respectively, as well as the four types of information, along with the variables contained in Model 1.
Model 1 shows that parents of older children with LLCs and nonHispanic black parents (versus nonHispanic white) had significantly less trust in physicians, respectively (both P , 0.05). Although Hispanic parents reported greater trust in physicians compared with nonHispanic white parents, the association was not statistically significant (P . 0.05).
Adding preference of QOL information was associated with an increasing level of trust in physicians by nonHispanic black and Hispanic parents compared with nonHispanic white parents (Model 2). However, the racial disparities for trust in physicians still exist; for example, nonHispanic black parents showed less trust in physicians (Model 2). Similarly, adding preference for receiving advice from the physician alone (Model 3) and all information types (including QOL, advice from the physician, pain relief, and clinical diagnosis/ laboratory data, Model 6) reduced the disparity in trust of physicians between nonHispanic black and nonHispanic white parents. 
Discussion
This study is among one of very few to investigate the type of information that parents of children with LLCs want to discuss for shared decision-making, while also exploring its association with parents' trust in their children's physicians. Our findings expand the knowledge in the pediatric literature in the following ways. First, children's QOL was the most frequently desired information that parents wanted to know and incorporate into the shared decision-making process. Second, nonHispanic black and Hispanic parents show a greater preference for information on chances of recovery, spiritual beliefs, and changes in the child's appearance due to treatment compared with non-Hispanic whites. All races/ ethnicities desired and wanted to discuss QOL information to an equal extent. Third, compared with nonHispanic white parents, nonHispanic blacks demonstrated less trust in their children's physicians. Parents who wanted QOL information had greater trust in their children's physicians than those who wanted other information.
Our study is in line with another pediatric study reporting that parents wanted QOL information more than any other type of information when making decisions for children who require intensive health care. 10 This finding is not surprising because empiric studies have indicated that QOL is always the ultimate concern with LLCs, 11 and assessing and discussing QOL can help physicians identify patients' unexpected health problems (especially psychosocial functioning), leading to improved parent-doctor communication, trust in the physician, and satisfaction with decision-making. 5 Fiscella et al reported that trust in the physician is significantly related to the physician's verbal behavior. 13 Specifically, they found that if physicians ask questions and respond to patients' concerns about symptoms and daily functioning, patients tend to report greater trust in those physicians than in physicians who explore other issues, such as family, social network, and work issues. 13 Unfortunately, in routine clinical practice, physicians are interested in discussing biomedical/technical issues (eg, results of blood tests and doses of chemotherapy) with patients and, to a lesser degree, issues related to QOL.
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Physicians also frequently use terminology that patients may not understand. 29, 30 This implies physicians vary in their capability to elicit relevant information from patients, especially on psychosocial and QOL issues. 31, 32 We suggest that identification of QOL issues as the most frequently preferred information is just the first step. The next step would be to make physicians aware of the strong desire by parents to discuss QOL issues, and help physicians develop appropriate ways of presenting the complex management options and benefits/risks associated with QOL to their patients.
We found that different racial/ethnic groups emphasized the significance of information variably during the patientphysician encounter. Cultural values may serve as filters to weigh information and choose treatments. For example, nonHispanic black patients are more likely than nonHispanic whites to request life-sustaining therapy, intensive care unit admission, artificial ventilation, and tube feeding, and are less likely to sign advance directives or do-not-resuscitate orders. [33] [34] [35] [36] Our research, along with another recent study, 37 found that nonHispanic whites wanted more information on medical options and prognosis, whereas nonHispanic blacks requested more spiritually focused information and overwhelmingly endorsed physician-initiated discussions about the role of spirituality in the decision-making process.
Reducing the disparity between trust in physicians and health outcomes between nonHispanic whites and minority 
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Quality of life and physician trust groups is the top priority of our health care policy. 38 Compared with nonHispanic white patients, physicians engaged in 33% less patient-centered communication with nonHispanic black patients. 39 Additionally, compared with nonHispanic whites, physicians provided less information to racial/ethnic minorities and less frequently solicited their involvement in decision-making. 40 , 41 We would suggest that if physicians can explore, customize, and provide patientcentered information (on issues such as QOL and spiritual beliefs) to racial/ethnic minorities, this may increase parents' trust in physicians. The provision of health information should take into account cultural literacy which allows minority groups to recognize, understand, and act on culturally sensitive health information in a better way. 42 Although our finding makes intuitive sense that exchanging patient-centered information (eg, QOL) is related to greater trust in physicians, we advise caution in interpreting this finding. We cannot claim conclusively that discussion of QOL information improves trust in physicians because the present study (like many other studies of this sort) [43] [44] [45] is based on a cross-sectional design. It is possible that parents who desired QOL information for shared decision-making are those who already trust their physicians more than those who do not want this information. Further longitudinal studies are needed to investigate the causal pathway between desire for and use of QOL information. as well as trust in physicians among parents whose children have LLCs.
Some potential limitations of our study merit attention. First, this study was restricted to children who were enrolled in Florida's Medicaid program. Our population was at or below 100% of the federal poverty level. Although the generalizability of our findings may be limited, this population is important to assess because of their greater risk of impaired health status due to poor socioeconomic circumstances. Second, this study only examined the association between information wanted by parents and their trust in physicians by accounting for parents' sociodemographic characteristics and children's self-reported health status. The observed association may be confounded by unmeasured underlying characteristics, such as parents' knowledge about end-of-life care, parents' mental health status, the role that parents took in the decision-making process, and the severity and duration of the child's illness. 16, 18, 46 These characteristics may influence parents to seek out specific information, such as QOL, that may affect their level of trust in physicians. Finally, we investigated information that parents want without rigorously exploring its relative importance. Understanding the relative importance of topics related to shared decision-making and their impact on physician trust would be useful for designing interventions. Advanced methodology, such as conjoint analysis, can be used to explore this issue. 47 In conclusion, parents wanting to discuss QOL information as part of shared decision-making for their children's LLCs had greater trust in their children's physicians than those who deemed other areas of higher importance. This was especially evident in the racial/ethnic minority groups. Further research is encouraged to determine whether interventions designed to enhance patients' knowledge, understanding, and management of QOL information for treatment of illness can improve trust in physicians. 
